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Introduction  
 
Brief presentation of the caregIVR project 
The caregIVR project aims to empower informal caregivers and vulnerable people by improving their 
knowledge and skills related to cardiovascular and cerebrovascular diseases, particularly in the 
context of post-stroke care. The project aims to strengthen caregivers' skills and confidence through 
innovative educational strategies, with a focus on immersive virtual reality (IVR) as a trasformative 
learning tool. 
By creating highly realistic and interactive environments, caregIVR allows caregivers to "put 
themselves in the shoes" of stroke survivors—experiencing firsthand the daily challenges faced by 
those in need of care. Through these simulations, caregivers can better understand and manage 
complex aspects of care, including patient mobilization, hygiene care, therapy adherence, feeding 
and communication. This experiential learning approach fosters empathy, competence, and 
preparation, while encouraging the adoption of healthy lifestyles that can help prevent secondary 
cardiovascular and cerebrovascular complications. 
The project also aims to contribute to public health literacy by disseminating evidence-based 
information on the prevention, rehabilitation and long-term management of stroke and related 
conditions. By improving the quality of informal care, caregIVR aspires to reduce healthcare burdens 
and improve patients' quality of life. 
The project partners come from four EU countries — Portugal, Italy, Spain and Poland — which are 
particularly representative. In Portugal, Italy, Spain and Poland, stroke remains a leading cause of 
death and long-term disability, placing a significant social and economic burden on families and 
health systems. Similarly, the situation in Ukraine is particularly difficult due to the ongoing war, 
which has disrupted health infrastructure and access to rehabilitation services. Although Ukraine has 
historically maintained a well-developed health system, regional disparities in the availability and 
quality of post-stroke rehabilitation persist, exacerbated by the conflict. 
In all of these countries, informal caregivers—often family members—play a vital and irreplaceable 
role in supporting stroke survivors. They provide hands-on assistance, emotional support, and 
continuity of care, including assistance with daily activities and transportation to medical 
appointments. However, the caregiver role is often accompanied by high levels of stress, physical 
exhaustion, and emotional exhaustion, especially when caregivers are not adequate in adequate 
training, financial resources, or institutional support. 
The caregIVR project directly addresses these challenges by offering accessible and high-quality 
training solutions, scalable in different national contexts. By improving caregivers' knowledge and 
self-efficacy, the project strengthens their capacity to promote recovery, facilitate rehabilitation and 
ensure better access to health services for those they support. Ultimately, the caregIVR project 
represents a step forward in building resilient, inclusive and health-literate communities in Europe 
and beyond. 

 
The development phases of the project 
The project was structured and implemented through a series of successive and interconnected 
steps, each designed to build on the previous and contribute to the overall goals of improving health 
literacy, empowering informal caregivers and reducing health inequalities in the participating 
countries. The main steps are summarized below:  
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1. Evaluation and research phase 
The first phase focused on gaining an in-depth understanding of the condition of informal 
carers in the participating countries, as well as analysing  the national regulatory frameworks 
governing public health systems. This phase aimed to identify gaps, challenges and 
opportunities in caregiver support and education. The results formed the basis for promoting 
health literacy, establishing evidence-based best practices,  and designing strategies to 
reduce inequalities and improve knowledge among caregivers and vulnerable populations. 
 

2. Development of educational and training resources 
Based on the insights gathered, the second phase involved the production of innovative 
learning materials and tools, integrating both digital and experiential formats. Central to this 
was the creation of immersive virtual reality (IVR) sessions, which allowed caregivers to 
experience realistic care scenarios and develop practical skills. Complementary resources 
included interactive workshops, a dedicated website with a chat room, a mobile application 
(APP), an eBook and information brochures, all designed to support continuous and flexible 
learning.  
 

3. Capacity building and improving health literacy 
The third phase focused on increasing caregivers' literacy and health competence through 
the use of resources already developed. By involving participants in immersive learning 
experiences and interactive educational activities, the project promoted both theoretical 
understanding and practical acquisition of skills. This approach has helped improve self-
confidence, emotional resilience, and the ability of caregivers to provide effective and 
empathetic care to post-stroke and cardiovascular patients. 
 

4. Promoting equity and inclusion  
The last phase involved the implementation of targeted actions to reduce inequalities in 
health literacy among vulnerable and marginalised groups. Particular attention was given to 
individuals and families affected by displacement—such as people displaced from Ukraine, 
as well as refugees, rural populations, and people with disabilities. By ensuring equitable 
access to information, training and digital resources, the project aimed to foster inclusion, 
social cohesion and a more resilient network of caregivers across Europe. 

 

Caregivers' needs  

To identify the educational and informational needs of informal caregivers, an extensive literature 
review was conducted, accompanied by the administration of questionnaires to relevant 
stakeholders. This combined methodological approach allowed for a comprehensive understanding 
of the challenges faced by caregivers in different settings. 
 
At European level, there is a lack of unified and comparable data regarding the conditions of informal 
assistants and the regulatory frameworks governing their role. The situation varies considerably from 
country to country, depending on factors such as the structure of the healthcare system, the 
availability of formal support services, and cultural attitudes towards care. 
There is no doubt that cross-border comparisons are essential to mitigate the negative impact that 
care responsibilities can have on the health and well-being of informal carers. By gaining an 
understanding of their real conditions, challenges, and needs, it becomes possible to design and 
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implement targeted health literacy initiatives that empower caregivers and improve their ability to 
provide effective care. 
For these reasons, a comparative analysis of the local contexts of the participating countries was 
carried out within the caregIVR project, taking into account multiple dimensions, including: 

● Epidemiological data relating to cerebrovascular and cardiovascular diseases; 
● Organization and management of national health systems; 
● Socioeconomic and cultural characteristics that influence the role of caregiver; 
● Facilities and support services for existing caregivers; 
● Applicable legislation and public policies; 
● The development of formal support programmes for informal caregivers; 
● And initiatives to promote health literacy in every national context. 

After this analytical phase, a systematic comparison between empirical evidence and theoretical 
frameworks was promoted, in order to make the analysis more efficient, coherent and evidence 
based. This structured comparison of data and perspectives allowed the project team to identify best 
practices and common gaps, which in turn guided the development of innovative and contextualised 
educational tools such as immersive virtual reality experiences, workshops and digital learning 
platforms. 
 

Development of transnational good practices and digital tools 

To develop Transnational Good Practices adapted to the specific realities of each participating 
country, a series of focus groups was conducted involving informal and formal caregivers, university 
professors, students, vulnerable groups and relevant stakeholders. These sessions aimed to collect 
insights and feedback on the mobile application (APP), Immersive Virtual Reality (IVR) design and 
other components of the project, considering the results achieved in the previous phases. 
Each project partner organised three focus group sessions, with ten participants per session, reaching 
a total of 120 participants, around a third of whom belonged to vulnerable groups. 
After this participatory phase, the project moved on to the production of software content to be 
implemented through IVR technology. This included translating materials into national languages and 
applying AI algorithms to optimise adaptability and personalisation for users. 
In parallel, the caregIVR project website was created as a comprehensive digital platform offering 
access to information, project updates and resources. The site also includes an interactive chat room, 
designed to facilitate communication and peer support between caregivers, professionals, and 
students. 
In addition, special attention was given to the development of virtual sessions aimed at promoting 
physical activity and rehabilitation exercises, which are critical components for post-stroke recovery 
and cardiovascular health. 
In addition, an app has been created to promote a healthy lifestyle, focusing on physical activity, 
balanced nutrition, and quality sleep—key elements in the prevention of cardiovascular and 
cerebrovascular diseases. 
To further disseminate the main results of the caregIVR project and support the implementation of 
IVR-based learning, a set of communication and educational materials was developed, including an 
eBook and a series of infographic brochures. These resources aim to increase the accessibility, 
visibility and long-term impact of the project's results among caregivers, professionals and the public. 
These tools, which should be made available to carers to help them respond in a practical way to the 
needs expressed, can fully meet the needs of carers if provided as part of an integrated approach by 
Member States to support carers themselves. 
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Taking charge of the caregiver  
The caregIVR project aims to exploit the potential and opportunities of using immersive virtual reality 
to support caregivers in their daily care activities. 
The expected impact of the Project is an increase in the number of public health interventions in the 
Member States (Italy, Poland, Portugal, Spain) and improvements in disease prevention and health 
promotion for caregivers of people with post-stroke disabilities, as well as a strengthening of health 
literacy related to the prevention of comorbidities such as cardiovascular diseases. The expected 
impact of the caregIVR project is indeed linked to its results and will include initiatives to integrate 
Member States' efforts in the design, planning and implementation of best practices, such as support 
for the development of public health guidelines for caregivers of people with post-stroke disabilities, 
pilot testing of an IVR as an innovative educational practice for caregivers,   and the development of 
support actions to reduce the burden of cardiovascular disease, such as health promotion, health 
literacy and training.  
Public health guidelines are designed to support caregivers in improving the quality of care and 
management of cardiovascular patients, with a focus on people with post-stroke disabilities.  
These Public Health Guidelines represent the final formal output of the project, summarizing its main 
results for EU Member States and providing them with operational recommendations to support the 
design and implementation of caregiver support models that effectively respond to their real needs. 
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Recommendations 
 

In the literature, the importance of the training of formal caregivers engaged in the care of non-self-
sufficient elderly people has already been widely discussed, while the issue of the training of informal 
caregivers is beginning to be increasingly focused. Family members of people in a condition of non-
self-sufficiency are suddenly called upon to take on the role of caregiver, without specific training. 
This implies important information and training needs.  
The commitment of States to the preparation of guidelines (or their reinforcement) which, on a 
national or international scale, make it possible for informal caregivers to easily use the information 
necessary for the provision of assistance – for example the availability of subsidies (social, health, 
economic) or training courses for the acquisition of basic notions of assistance – by the entire 
community and,  in particular, of those who are about to prepare or have recently taken on the role 
of caregiver is therefore essential.  
The exponential increase in the demand for assistance, in particular due to the aging of the 
population and the high prevalence of chronic diseases, does not always correspond to a proportional 
increase in the resources available to European social and health systems such as to allow them to 
fully satisfy the demand. The role of the informal caregiver is therefore progressively becoming 
increasingly crucial in ensuring the necessary assistance. It is in fact highly probable that every 
European citizen, at some point in his life, will also have to play the role of caregiver, in addition to 
that of citizen, worker, partner and parent for a short or long period.  
In 2018, the European Commission, in the programmatic document "Informal Care in Europe",1 
outlined the background for the launch of such initiatives at European level, comparing the state of 
the art relating to the assistance provided by informal caregivers and the recognition of this figure in 
the different countries of the Union. Starting from the reference context already outlined, the 
objective of this document is to share recommendations, identified by the caregIVR project research 
group, with the European institutions and all of all the Member States of the European Union useful 
for the preparation and implementation of the aforementioned guidelines for the proactive and 
integrated care of informal caregivers so that their information and training needs are promptly met.  
These recommendations intend, in the first instance, to make operational councils available to the 
institutions for the launch of awareness campaigns aimed at the entire civil society aimed at 
underlining the social importance of informal caregivers together with the implementation of reform 
and/or improvement of national welfare aimed at taking charge of the informal caregiver who, over 
time,  prepares for information and training services aimed at satisfying their emerging needs.  
To implement effective integrated models of support for caregivers, individual States must define 
and promote modular informal caregiver accompaniment and guidance pathways composed of 
different interconnected phases. According to this logic, the recommendations have been organized 
into three main sections that consider the specific needs of a caregiver in relation to the phase in 
care in which he or she is (Figure 1): 
 
1. To PREPARE. The first section provides recommendations to social and health institutions and 

governments of European countries useful for preparing information campaigns aimed at the 
entire collective to provide basic information on who the informal caregiver is and what is the 

 
1
 Informal care in Europe. Exploring Formalisation, Availability and Quality. ISBN: 978-92-79-86583-1 doi: 

10.2767/78836 
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minimum information to know about care. The acquisition of this information by the general 
population will make it possible to overcome the difficulties in the preparation of assistance. 

 
2. to SUPPORT. The second section, on the other hand, provides recommendations to social and 

health institutions and governments of European countries useful for the implementation of 
services and tools in the context of the integrated care of the informal caregiver that facilitate 
him in solving the problems he is called upon to manage on a daily basis, such as:  

i. The preparation of assistance over time  
ii. The adaptation of the home  

iii. The course of the disease 
iv. Maintaining the routine of the person being assisted  
v. Understanding the needs of the person being cared for 

vi. The protection of one's well-being  
vii. Managing the emotional burden of care 

The services and tools suggested should, while taking charge, support the education of the 
informal caregiver so that he acquires knowledge, skills and abilities useful for the daily delivery 
of care and to introduce those actions of emotional and social self-help that do not make him 
overwhelmed by his task.  

 
3. To RECOVER. Finally, the third section provides recommendations to help people who have 

fulfilled the task of informal caregiver after the death of the assisted person, to take back their 
lives and start from themselves to pursue a new well-being. 
 

 
Figure 1 - Outline of the problems for which the recommendations propose possible solutions that can be adopted by each country 

 
to PREPARE 
In the paragraph "to PREPARE", awareness-raising courses on the role of informal caregivers and 
information campaigns are presented regarding the preparation of assistance to an elderly person 
who is not self-sufficient. The goal is to offer those who could become an informal caregiver in the 
future a basic knowledge of what it means to be an informal caregiver and to give points of reference 
for a possible predisposition of assistance to avoid the sense of bewilderment that often accompanies 
the sudden entry into this role. Thanks to adequate preparation, the feeling of overwhelm related to 
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the care commitment and the stress and anxiety due to the difficulties in reconciling the needs of 
care and with one's personal life should be reduced (Figure 2). 
 

 
Figure 2 - The problems addressed in the section "to PREPARE" 

 

Who is the informal caregiver  
Before proceeding with the preparation of interventions aimed at providing general information 
useful to any person who may find himself in the future providing assistance to an elderly person 
who is not self-sufficient, for a short or long period, it is advisable to define who the informal 
caregiver is. An informal caregiver is a person who cares on an ongoing and unprofessional basis for 
a family member, friend, or relative who needs assistance due to illness, disability, or other conditions 
of frailty such as the elderly, disabled, or chronically ill (A). 
This type of assistance is carried out free of charge and often arises for emotional reasons, without 
specific training in the health or welfare field.  
The main activities of the informal caregiver include accompanying the assisted person to places of 
care, helping in the management of therapies and medication administration, support in daily 
activities such as personal hygiene, home care and shopping, as well as providing psychological and 
emotional support.  
The informal caregiver is often supported by formal caregivers such as health and social care 
professionals in the provision of daily care for whom he or she acts as a mediator with the assisted 
person, facilitating communication. 
The role of the informal caregiver often involves significant emotional, physical and social burdens 
for the person who hires him or her in the face of total dedication to care, with risks of isolation, 
stress and depression and possible repercussions on work life and family relationships due to total 
self-sacrifice to the cause (B).  
In the European context, informal care is a fast-growing phenomenon and represents a fundamental 
pillar for the support of many dependent people. Currently, the burden of informal care in Europe is 
estimated at 10.3 million life-year equivalents (YLC) of care in 2025. It is expected to increase by 
about 50% by 2050, reaching almost 12 million YLC. This increase is mainly caused by the aging of the 
population and the increase in chronic diseases, which are the main cause of the need for treatment.  
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The burden of care is higher in the age group between 50 and 59 years, with a significant gender 
difference: women sustain a greater commitment than men, although this difference tends to reduce 
with advancing age (C). 
In Europe, a greater growth in the burden of informal care is estimated in Eastern countries than in 
those of the Mediterranean basin, in turn greater than that of Northern and Western countries, 
although with significant variations between individual countries.  
Informal care is, therefore, an essential component of the social and health care system in Europe, 
but it also brings with it a growing challenge for families and societies, which must balance the care 
needs of the people who need to be cared for with the protection of the health and quality of life of 
caregivers.  
 

The preparation of assistance  
Despite the heterogeneity given by the different internal organizations that each individual European 
state has set up for the provision of services, a common problem is the difficulty of accessing 
information on which health and social services support the informal assistance that the assisted 
person and the caregiver himself can benefit from in relation to the provisions of the individual 
national welfare systems.  
The difficulty of accessing information is essentially due to three difficulties: 
- understand what information to look for; 
- know where to find the necessary information and, if it is found; 
- understand and integrate them with each other to have an overview of the care process.  
An ordinary citizen has a vague idea of what is meant by informal assistance and integrated social 
and health care of a non-self-sufficient person. Not knowing which institutional interlocutors to relate 
to start this path, nor is he informed about the protocols and operating procedures that allow access 
to the service (D).  
To date, in fact, there is still no mention of assistance, caregivers or taking charge either in health 
promotion and prevention campaigns or in civic education programs, although knowledge of them 
actively contributes to the conduct of more conscious and appropriate health choices. A person is 
summarily educated on how care is provided only when he or she becomes a caregiver, finding 
himself substantially unprepared at the time of assuming this role with respect to what his rights and 
duties are. Often there are also no indications on where to find information on how to proceed 
operationally or to deepen specific aspects.  
Greater uncertainty equals greater stress and anxiety for the caregiver in an already complex and 
burdensome situation, which makes it even more difficult to understand what is needed and ask for 
it.  
Each state should develop national guidelines to support caregivers, starting with raising awareness 
of the role of the whole society, so that every citizen is fully aware of what it means to take on this 
task and how to prepare to carry it out in the best possible way. Operational implementation of these 
guidelines could include the launch of information campaigns, perhaps as part of the health 
promotion and prevention projects already in place, in order to socialize with the community what it 
means to play the role of informal caregiver, what it entails, what basic information to know for the 
provision of assistance and where to find it in a simple and complete way. For this to be possible, it 
is a prerequisite to set up national information platforms that clearly and comprehensively present 
the methods for activating the care of a non-self-sufficient person, especially if elderly, so as to allow 
informal caregivers to easily orient themselves within the social and health system having an 
overview. Very often, the required information is already available in a fragmentary manner on the 
various institutional sites, since each provider reports information relating to the activities purely 
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within its competence. The caregiver is therefore called upon to understand and integrate the 
information found between the different sites, with the risk of loss of information or 
misunderstandings (E).  
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to SUPPORT 

People who play the role of caregivers need accompaniment and support in daily life, to be able to 
face the various care activities with greater awareness and safety and to be able to manage the 
physical and psychological burden of care, so that it does not become excessive.  
It is essential that the institutions, both at European and national level, responsible for the social and 
health support of citizens, pay attention to the needs of these figures by proactively starting their 
integrated care. In the paragraph "to SUPPORT", recommendations are shared for caregivers who 
intend to respond to the main logistical, organizational, operational and emotional difficulties that 
they have to face on daily basis. Institutions can adopt these recommendations for the preparation 
of guidelines, both European and national, for the proactive and integrated care of informal 
caregivers that provides concrete tools such as dedicated information channels, training courses, 
targeted services and moments of active listening aimed at satisfying their needs (Figure 3).  
 

The guarantee of assistance over time  
Taking on the role of caregiver is not only substantiated by material assistance to the person in charge 
of but also – if not above all – in the fulfilment of bureaucratic practices, complex, which allow access 
to the health and social health services offered by one's own context and their delivery. 
When a person knows what information to look for, where to look for it and, after understanding, 
has managed to understand what services he or she can benefit from, he or she has only acquired 
the preliminary information that defines the cardinal points to move in the "jungle" of institutions, 
offices, procedures, forms, documents and professionals, both social and health, in order to access 
them.  
In fact, each country has developed its own model of social and health welfare, with specific 
regulations that consider national legislation. It is inappropriate to think of offering precise 
recommendations on how to optimize access and use by the community.  
In the annex to this document, only by way of example, the policies in support of caregivers adopted 
by Italy, Spain, Portugal and Poland (the four countries of the caregIVR project) and the social and 
health services available to them are compared. Although in all four countries there are similar 
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national public health systems and a similar organization for the provision of social services, which 
sees municipalities as the main providers of these services, there are no common and, therefore, 
comparable elements as regards the administrative-bureaucratic practices adopted in each country. 
 

 
Figure 3 - The problems addressed in the section "to SUPPORT" 

However, if we analyse the effort made to make information easily available and clear, without 
technicalities, we can see that there is a big difference. In some countries, information is accessible 
through multiple channels (websites, apps, podcasts, flyers, manuals, information campaigns, 
training, etc.) and is unique to each other and help can be made in fully understanding it (health and 
social and social health professionals or even volunteers). This indicates the preparation of a support 
infrastructure for informal caregivers designed to facilitate them and not to fulfil the information 
duty that allows the barriers to access from the information already mentioned in the previous 
section to be overcome (A, B).  
Member States are suggested to intensify their collaboration, promoting the structured exchange of 
good practices, technological infrastructures, engagement initiatives, communication strategies and 
professional resources. Such cooperation should foster the construction of a common right to 
information at European level as well as an integrated and coordinated support system, capable of 
significantly strengthening the skills of informal caregivers. The aim is to ensure more effective and 
qualified interventions, thus contributing to a uniform increase in the overall quality of informal 
home care within the European Union and to respond more adequately to the needs of the people 
assisted and their families. 
 

The adaptation of the home 
The assistance of a non-self-sufficient person is part of the caregiver's adaptation of the latter's home 
to his or her new condition. The provision of a safe environment will allow the assisted person to 
leave as much autonomy of movement as possible for the performance of routine activities, with the 
reduced risk of falling, as well as to facilitate the caregiver in the provision of assistance by having 
useful aids that greatly facilitate assistance (C). However, adapting a home for the care of a non-self-
sufficient elderly person requires attention to several aspects to ensure safety, comfort and ease of 
movement. Here are some useful recommendations for a correct transformation of living spaces. 
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Mobility and accessibility 
- Ensure the patency of the passage areas by eliminating any obstacles such as small carpets, 

plants, ornaments that can cause falls. If necessary, also apply non-slip strips to tile or wooden 
floors and attach large carpets to the floor.  

- Install sturdy handrails along both sides of stairs and hallways to offer support while walking. 
- Consider installing ramps in place of external or internal stairs to facilitate entry or movement 

with wheelchairs or walkers. 
- Expand the doors, if necessary, to allow easy passage of wheelchairs or walkers. 
- Ensure adequate lighting is adequate by also considering the installation of lights with motion 

sensors that connect to electrical outlets and turn on automatically as you pass by.   
 
Bathroom and toilet 
- Replace the tub with a floor-level or easy-access shower. 
- Use non-slip shower seats, preferably fixed or with a stable base, and non-slip mats, strips, or 

carpet on any outdoor surfaces that may get wet. 
- Prefer lever taps instead of knobs, which are easier to operate. 
- Install grab bars near the toilet and in the shower to prevent falls. 
- Leave a light on in the bathroom overnight or use a night light that turns on automatically in the 

dark. 
 
Bedroom  
- Make sure the bed has adequate height to make it easier to get up, also considering the use of 

side supports or safety bars. 
- Provide free spaces around the bed to facilitate assistance and the possible use of aids. 
- Place furniture in such a way as to facilitate unobstructed movement. 
- Install lights with motion sensors or switches that are easily accessible. 
 
Living area and kitchen  
- Place furniture in such a way as to facilitate unobstructed movement. 
- Install lights with motion sensors or switches that are easily accessible. 
- Install home automation supports that can facilitate home management  
- Use virtual assistants as well as allow you to set alarms that remind you of the intake of 

therapies, appointments and, if necessary, even to contact the emergency services. 
- Do not leave cables free in areas of passage. 
 
Other recommendations 
- Have an emergency call system at hand, such as buttons or wearables, or the installation of 

voice-controlled home automation systems. 
- Organize the space to store medicines and medical devices in an orderly and safe way. 
- Evaluate the adaptation of the electrical system and the installation of sockets in easily 

accessible areas. 
- Keep a warm and well-ventilated environment, with particular attention to humidity and air 

circulation. 
 
As already mentioned, adapting the home of the assisted person with these measures will reduce 
the risk of falling, facilitate daily activities and increase their autonomy, as far as possible, improving 
their overall quality of life.  
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At the same time, the preparation of an intimate and familiar context for assistance at the home of 
the assisted person also requires the availability of a series of "attentions" that guarantee the 
maintenance of a dignified lifestyle, both assisted person and of the caregiver. These "attentions" 
essentially adapt the habits of the family unit to the new care needs without altering the relational 
balance, thus preserving the minimum harmony necessary for the optimal management over time of 
a condition of fragility and vulnerability that affects not only the assisted person, but all his loved 
ones and the people involved in the care.   These "attentions" are substantiated in the provision of a 
series of social and health services from which both the assisted person and the caregiver should be 
able to benefit (D).  
 
As far as the assisted person is concerned, these should include, for example:  
- the provision of a home care service that provides both the provision of health services - 

medications, physiotherapy treatments, first-level diagnostic investigations - at home to avoid 
the transfer of the assisted person to other facilities to minimize logistical problems and stress as 
well as the verification of the caregiver's suitability to fulfil his or her role over time. 

- a social support that helps and monitors over time the effectiveness of the person's assistance 
from all points of life and protects the person's sociality. 

- a legal guardian who protects the will of the assisted person at all stages of his or her life. 
- support in managing one's money, which can range from the simple payment of bills to the 

request for economic support necessary for assistance. 
 
The caregiver should instead be able to take advantage of the following support services:  
- a continuous dialogue with the home care service to verify the effectiveness of their home care 

and, where necessary, receive the necessary training. 
- social assistance that offers the economic, physical and psychological support necessary to 

ensure the maintenance of one's condition of psycho-physical well-being, a necessary condition 
for the provision of quality assistance. 

- the availability of a person to support the caregiver in assistance, alternating with this in helping 
the assisted person in carrying out daily activities of personal care such as washing, dressing, 
settling down, eating and moving. 

- help with household chores such as cleaning, yard work, shopping, meal preparation, laundry and 
other similar chores around the house. 

- a community context that avoids isolation by providing for the protection of the social and 
relational sphere2.  

 
Obviously, it is important to emphasize that the assistance of a person at home is only possible if the 
health conditions of the patient and the physical, emotional and organizational abilities of the 
caregiver allow it. With advancing age or any pathologies, in fact, needs can change significantly, 
sometimes making it necessary to find solutions other than those initially envisaged. For this reason, 
it is essential that the assisted person and the caregiver address this issue well in advance, starting 
an open and sincere dialogue that allows both to express expectations, needs and limits. Discussing 
in advance the "what to do" allows you to avoid hasty decisions in times of emergency and favours 
more conscious choices that respect the will of both parties. It can be very useful to involve 
experienced professionals—such as doctors, social workers, psychologists, or family counsellors—

 
2 These aspects will be explored in the following chapter "Protecting the well-being of the caregiver" 
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who can offer an objective assessment of the situation, explain the different options available, and 
accompany the family in planning the care pathway. This approach makes it possible to define in a 
shared way how to proceed over time, ensuring the best possible support for the assisted person and 
the caregiver adequate support to deal with the responsibilities that his or her role entails. 
This type of support should be guaranteed in every EU state. 

 
The course of the disease 
Informing and training caregivers about the disease of the person being cared for and its course is 
crucial, because it allows them to gain an in-depth understanding of the path ahead and the 
challenges they will face. Detailed knowledge of the chronic or acute disease allows caregivers to 
recognize the various stages of the disease, promptly identify worsening symptoms and intervene 
appropriately, thus improving the quality of life of both the assisted person and their own. 
The training offers practical tools and essential knowledge to carry out effective care, reducing the 
risk of errors, intervening appropriately in the event of an emergency and increasing safety in caring 
for others. A minimum preparation therefore helps to better manage the psychological and physical 
stress related to the role, since the caregiver understands not only what to expect from the course 
of the disease, but also how to deal with daily emotional and organizational difficulties. Awareness 
of one's role and the problems one may encounter is essential to prevent burnout and stress-related 
illnesses, common among long-term care providers (E). 
A well-informed caregiver is also able to communicate effectively with health professionals, actively 
participating in decisions related to care and monitoring the clinical evolution of the person being 
cared for more carefully.  
In summary, informing and training caregivers not only improves the day-to-day management of the 
disease, but has a positive impact on the health and well-being of the entire family. Preparation and 
awareness allow you to face a care path with greater serenity and competence, which can sometimes 
be very long, recognizing and proactively managing the difficulties that will inevitably arise during the 
evolution of the disease.   
It is therefore desirable that every Member State of the European Union urgently promotes the 
development, implementation and dissemination of therapeutic education and continuous training 
courses dedicated to caregivers. These tools must guarantee access to basic knowledge essential to 
ensure adequate and quality care for the people they care for, while promoting the protection of the 
physical and psychological well-being of the caregivers themselves. At the same time, these 
educational paths must be designed considering the real needs of the caregiver, with a practical and 
didactic approach, to promote effective and lasting learning (F, G).  
It is essential that these tools are designed to be easily usable, updated and adaptable to the different 
socio-cultural needs of caregivers, including different modalities such as online courses, multilingual 
information material, face-to-face training sessions and interactive digital supports. It was suggested 
to start from the preparation of tools that can meet the information and educational needs of any 
caregiver, regardless of the specific pathology from which the assisted person is affected, such as, by 
way of example, the rules for proper nutrition and hydration, the management of pain, incontinence 
or constipation, disorientation. It will then be the responsibility of each State to make available in-
depth studies on diseases with the greatest prevalence or with the greatest social impact. If we 
consider STROKE, a State can adopt the tools developed as part of the caregIVR project such as the 
website and the APP in which informal caregivers of people affected by STROKE can have information 
material, lessons dedicated to explaining the onset of the disease and its course, in-depth e-books 
on the movement of the assisted person,  physical and mental health promotion sessions.  
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These materials, as developed as part of an EU4Health project, can be used by individual national 
governments (H). The same applies to content from the EPALE platform for adult learning in Europe 
(I) or the World Health Organisation (J).  
Member States are invited to work together, sharing good practices and resources, to create an 
integrated support system that strengthens the skills of carers and contributes to improving the 
overall quality of home care in the European Union.  
 

Maintaining routine  
Having a routine in care benefits both the people assisted and the caregivers. From the point of view 
of the assisted person, simple measures that the caregiver can adopt in everyday life can bring 
significant benefits: 
- Maintaining their habits, such as sleep schedules, meals, and favourite activities, allow them to 

convey a sense of security and familiarity.  
- Encourage their active participation in everyday tasks, such as dressing up or preparing a snack, 

and their involvement in planning, as much as possible, supports residual independence and 
helps preserve their sense of control.  

- Clear, patient and reassuring communication reduces anxiety related to changes. 
- The routine must be kept consistent but flexible, adapting it to emerging needs without causing 

confusion or stress.  
Therefore, it is necessary to include a module dedicated to this aspect in the training courses since, 
even if indirectly, it impacts the psycho-physical well-being of both the assisted person and the 
caregiver. The latter can be facilitated in the implementation of these measures with the provision 
of a tool as simple as it is effective such as worksheets, which can help them in the management of 
the multiple variables of assistance, optimizing the use of the resources (economic, temporal, 
personnel) available. They can be kept under control with work sheets:  
- the adequacy of the home in relation to the progression of the disease through a checklist that, 

room by room, allows the identification of any dangers to be able to remove them  
- the administration of drug therapy to be shared among all caregivers, formal and informal, to 

ensure full adherence to the established care by the assisted person.  
- the administrative management of the practices with a schedule and list of documents that must 

be collected and stored and renewed. 
- the evaluation of a service by identifying the priority aspects to be considered 
- the coordination of assistance activities between several caregivers to ensure continuity for the 

assisted person but, at the same time, also meeting the needs of all the people involved in the 
assistance.   

Given the general validity of these sheets, the preparation of common models at European level 
would allow the standardization of the modus operandi of caregivers with all the benefits that could 
result in terms of comparison of outputs and health outcomes achieved useful for assessing the 
quality of care and finding investments for the dissemination of the use of these tools,  also through 
the preparation of digital versions (K). 

 
Understanding the needs of the person being cared for 
Caregivers in the progression of the disease of the assisted person and the approach of death very 
often feel as an integral part of assistance the need to understand the specific needs of the assisted 
person over time and, in the last stages of life, collect their last wishes and give them full execution. 
Below are some useful tools for the effective management of these moments (K).   
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The Individual Care Plan. Care should adhere to the goals set out in a PAI, a structured, personalized 
document that defines a person's care needs, goals of care, and how to achieve them. It is developed 
by a multidisciplinary team of health and social professionals, also involving the person concerned 
and/or their family members or caregivers. The goal of the PAI is to offer a personalized and person-
centred path that specifically responds to the unique conditions and needs of everyone (L). This 
makes it possible to improve the quality of life, promote well-being and facilitate the management 
of complex situations through coordinated and continuous assistance. The PAI is therefore a care 
planning and management tool that integrates clinical, psychological, social and communicative 
assessments to define a multidisciplinary intervention; it provides for continuous monitoring and 
review of objectives and interventions to respond effectively to changes in the person's state of 
health, ensuring a tailor-made care pathway aimed at improving the quality of life and overall well-
being (M). 
The end of life. Talking to loved ones about the end of life, even before taking on the role of caregiver, 
is not synonymous with lack of tact or closeness but a gesture of attention and care aimed at 
guaranteeing the right of self-determination of everyone. If the caregiver is a caregiver and the 
assisted person is no longer able to understand and want, it is the caregiver's responsibility to respect 
the person's wishes if they are reported in a living will or to make a personal decision in the event of 
his or her absence (N).  
The living will. The living will summarize the person's health conditions, the drugs taken, the 
caregiver at the time of its signing and reports his wishes with respect to resuscitation manoeuvres 
and therapeutic obstinacy. The predisposition  
If the assisted person has left a living will with precise instructions on how to act with respect, it is 
the caregiver's duty to inform in time: 
- the doctor responsible for care, if the person is hospitalized or in a facility or hospice. 
- the general practitioner in the case of home care. In fact, the latter must record and certify the 

patient's will so that, in case resuscitation manoeuvres are necessary, the emergency service 
employees respect the person's wishes.  

Knowing that his wishes will be respected can comfort the person in care and improve the quality of 

his last moments of life.  
Decision-making strategies in the event of failure to express the will by the patient. For situations 
not provided for in the living will or if the person has not signed it or has never expressed his or her 
will during previous conversations on the matter, the caregiver is called upon to take responsibility 
for decision-making. He can decide by trying to have the point of view of the person being cared for 
and try to choose as he or she would. This is called substitutionary judgment. Another decision-
making approach, known as best interest, consists instead in deciding according to what for the 
caregiver, as the legal representative of the assisted person, considers best for the dying person. In 
both cases, it is recommended to discuss the healthcare staff and other loved ones for the assisted 
person to share the burden of the choice, as far as possible.  
Not all caregivers are able to perform these tasks independently. This is why they should be 
supported by social and health services which, as part of the integrated care of the assisted person, 
according to both national and international guidelines, accompany caregivers in the performance of 
these tasks.  
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Protecting the well-being of the caregiver  
Each country should include among the social and health services available to non-self-sufficient 
people also initiatives dedicated to preserving the well-being of the caregiver. Periodically 
guaranteeing moments of substantial rest, opportunities for introspection and discussion and, above 
all, socialization allows them to dedicate the right care to themselves, ensuring the psychophysical 
balance necessary to be able to move forward in care with the same tenacity and dedication.  
Below are simple and easy-to-implement initiatives that any country can implement to pursue this 
goal (O, P).  
 
Taking care of their physical health: A caregiver can take care of their physical health by dedicating 
daily time to moderate exercise, balanced eating, and regular medical check-ups, thereby reducing 
the risk of fatigue and burnout. Considering the context of caring for dependent older people, these 
practices help to maintain the energy needed for the care role. 
Physical Activity: Incorporating 30 minutes of movement a day, such as short walks, yoga, or home 
exercises, helps release tension and improve physical endurance. Accepting help from family 
members to carve out breaks is essential, starting with short sessions if time is limited. Activities such 
as gardening or dancing with the person being cared for combine personal benefit and sharing. 
Nutrition and Hydration: Following a Mediterranean diet rich in fruit, vegetables, fish and whole 
grains supports the heart and brain, counteracting fatigue. Drinking water regularly and taking a 
multivitamin supplements common deficiencies in caregivers. Avoiding processed foods prevents 
further energy imbalances. 
Medical Checkups and Rest: Visiting your doctor annually, getting the flu shot, and monitoring 
symptoms such as insomnia or fatigue prevents complications. Prioritizing 7-8 hours of nightly sleep 
and short breaks between activities maintains overall well-being. Recognizing personal limitations 
avoids overloads, prolonging the ability to assist. 
 
Taking care of their mental health: A caregiver can take care of their mental health by practicing 
daily relaxation techniques such as mindfulness or meditation, seeking support in groups or 
professionals, and carving out personal time for relaxing hobbies, thus preventing burnout and 
chronic stress. These strategies are crucial for caregivers of dependent older adults, complementing 
physical self-care and meditation. 
Relaxation Techniques: Inserting 5-10 minutes a day of deep breathing, yoga, or meditation reduces 
anxiety and accumulated emotional tension. Avoiding perfectionism and setting realistic goals helps 
manage the common guilt in caregivers. Enjoyable activities such as reading or taking a hot bath 
recharge emotionally without guilt. 
Emotional and Social Support: Participating in caregiver support groups offers sharing of experiences 
and reduces isolation. Asking for help from family members or respite care services allows for 
rejuvenating breaks, as discussed in previous contexts. Building an emotional support network 
prevents mental overload. 
Daily and Professional Management: Planning tasks with priority lists and delegating tasks maintains 
mental balance. Consulting psychologists or therapists for prolonged stress, pathological conditions 
of depression, anxiety, or panic attacks is essential, especially post-loss. Monitoring signs of burnout 
such as insomnia or irritability and acting promptly prolongs resilience. 
 
Taking care of their sociability: A caregiver can take care of their sociability by scheduling regular 
contact with friends and family via calls or short meetings, joining caregiver-specific support groups, 
and delegating tasks to carve out social breaks, thus counteracting common isolation in the role. 
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These practices complement the physical and mental care previously discussed, supporting overall 
well-being for caregivers of dependent older adults. 
Daily contacts. Texting, making video calls, or short phone calls maintains emotional bonds without 
taking much time, reducing feelings of loneliness. Organizing quick visits from family or friends’ offers 
moments of sharing and relief. 
Support Groups. Participating in caregiver groups, online or in person, allows you to share 
experiences and create new connections with those who live in similar situations. These networks 
provide practical advice and a sense of belonging, preventing emotional isolation and improving 
mood. 
Delegation and Personal Time. Asking for help for assistance frees up hobby hours or social outings, 
such as dinners with friends or group activities, which allow you to engage in pleasant and 
recreational activities that allow you to take care of yourself, thus breaking the cycle of chronic stress. 
Cultivating a family support network helps to delegate tasks, preserving relationships and active life.  

 
Emotional burden of care  
The management of the burden as a reason for assistance is certainly an issue to be paid attention 
to in the context of national and European strategies for supporting caregivers. In addition to the 
provision of economic, social and health support, caregivers must also be able to deal with their own 
emotions, leaving room for that more intimate and profound dimension which, if not considered in 
the early days of assistance and the urgency of assistance to the assisted person, over time becomes 
fundamental for the self-determination of the caregiver himself as a person.  
This is why the structuring of individual, or group psychological support paths can effectively 
contribute to the identification of useful strategies for managing emotional load. Below are some 
actions that, in their simplicity, can make a difference for the caregiver by giving the necessary help 
to relieve him of the emotional burden by which he is oppressed (Q, R).  
 
A caregiver of a dependent elderly person can manage the emotional burden through: 
- acceptance of one's feelings: Accepting emotional experience without avoiding it, developing a 

greater awareness of one's internal reactions. The socialization of what has been felt to trusted 
people also contributes to clarifying the evidence, giving it objectivity and form. Be kind to 
yourself. You don't have to pretend to be cheerful all the time. Feelings of sadness, frustration, 
and guilt are normal and understandable. Express your feelings by writing in a journal or talking 
to a loved one.  

- the acceptance of death: Accepting the loss of autonomy of the elderly and the change in the 
relationship, recognizing this phase as a new reality to be managed, is positive. Giving value and 
meaning to daily actions, consolidating the caregiver's sense of usefulness and need in the care 
process. 

- the recognition of what has been done: the caregiver must, throughout the day, take at least 
10/15 minutes for a moment of introspection in which he becomes aware of what has been done 
for the assisted person. The recognition of the commitment made helps to strengthen one's self-
esteem and to find, day after day, the strength to continue without being overwhelmed by all the 
difficulties that must be faced daily. Remember that you are doing your best and that you are not 
alone. Many caregivers find it difficult to take care of their health and well-being. But give yourself 
credit for everything you're doing. The way you assist makes a big difference in someone else's 
life. 
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- the adoption of coping strategies. The term coping refers to the set of cognitive and behavioral 
strategies that people use to deal with and manage difficult, stressful or problematic situations. 
The caregiver should consider himself as an emotional "marathon runner", learning to recognize 
the signs and, consequently, dosing energy and learning to set limits so as not to exhaust himself. 
It is important not to avoid difficult emotions such as anger, sadness or fear, but to learn to 
welcome them and give them meaning, embracing reality without trying to control what cannot 
be changed. 

 
These approaches facilitate the management of emotional load and help maintain a balance between 
caring for others and caring for themselves, preventing burnout situations and improving the quality 
of life for both. 
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to RECOVER  
It is essential that the Member States of the European Union develop targeted interventions to 
support caregivers even after care, recognizing the central and continuous role of the latter in the 
care relationship (A). Currently, support is often limited to the period of active care, ignoring the 
emotional, psychological, and practical need needed later. 
In particular, for caregivers of elderly people, the care path often ends with the death of the patient, 
a moment that requires specific attention and dedicated services to prevent the risk of isolation, 
prolonged stress and psychological distress in mourning and in the process of processing the loss.  
Below are therefore suggested approaches that can be used for the provision of such services to 
support caregivers, in particular for the management of the moments immediately following the 
death of their loved ones and for overcoming grief (Figure 4).  
 

 
Figure 4 - The problems addressed in the section "to RECOVER" 

 
What to do when the person being cared for dies  
The moments immediately following death are the beginning of a new chapter in the caregiver's life. 
When the pain of the death of a loved one is associated with the fatigue of caregiving, the routine is 
abruptly interrupted and you no longer know what to do because nothing is the same as before, it is 
important for the caregiver to have a guide who helps him, step by step, in carrying out all the tasks 
of the moment despite the deep disorientation and discouragement by which he is afflicted. It is 
therefore useful to invite the caregiver to prepare for this moment in time by preparing a sort of "to-
do list" that acts as a guide (B, C).  
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Below are some actions to be brought to the attention of caregivers, which must be carried out in 
the moments immediately following the death of the assisted person: 

a. Physical management of death. On the strength of the physiological transformations that will 
take place in the body of the deceased person, all those interventions useful for preserving 
composure must be promptly implemented, such as placing the person in a supine position, 
aligning the lower and upper limbs along the body, stretching the hands, putting the head 
straight and closing the mouth and eyes before the arrival of vigor mortis. If present, the 
caregiver may like to personally carry out these actions as a last gesture of care towards the 
loved one. 

b. Legal Death Statement: As soon as possible, the death must be officially pronounced by an 
authorized person certifying the cause, time and place of death useful for issuing the death 
certificate. This legal document will indeed be needed in multiple circumstances, including 
the redemption of any life insurance and financial and asset matters. 

c. Leave. The caregiver should reflect in advance on whether he or she wishes to have a moment 
with the deceased person, alone or with close loved ones or in the presence of a celebrant, 
in order to be able to say goodbye to the person before engaging in all subsequent practices 
related to the execution of the funeral.  

d. Contact with mortuary services. Contact with the mortuary services for the preparation of the 
funeral could take place following a previous evaluation of the various local funeral homes. If 
the deceased person has also left indications, it is time to implement them.  

e. Notification of death: it is useful to prepare a list of the people you would like to inform of 
the death of your loved one.  

These are simple but useful indications that health professionals can give to caregivers, after training. 
Each State, in full compliance with its own internal regulations, could therefore prepare specific 
training courses - preferably accredited for continuing medical education - for all health professions 
so that they are able to adequately inform caregivers about these possibilities.  
 
In the weeks following death, the caregiver will instead be called upon to fulfil other bureaucratic 
obligations such as (D):  
- Administrative requirements: it is mandatory to notify the death to organizations involved in the 

provision of subsidies to the deceased person when not automatically communicated at the time 
of issuance of the death certificate, insurance companies, banks and financial institutions, 
insurance companies, service companies to initiate procedures for the closure of contracts or the 
initiation of transfers 

- Economic and legal requirements: with the support of experts who will ensure full compliance 
with national inheritance legislation, it is necessary to arrange for the transfer of the deceased's 
assets by succession according to legal rules, in the absence of a will, or according to the will 
prepared by the deceased, if any 

The caregiver may not be able to provide independently in the fulfilment of these administrative and 
legal obligations.  
It would therefore be important for each country to prepare national guidelines for the 
accompaniment of the caregiver in the moments immediately following the death of the assisted 
person but also in the following months, identifying the subjects who can adequately accompany 
them - as competent - in each of the two phases.  
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Coping with Grief and Loss 
Dealing with grief is one of the most difficult and painful experiences a person can go through, but 
there are strategies and tools that can help process the loss and recover one's psychological well-
being. The grieving process is not linear and varies profoundly from individual to individual, but is 
generally divided into some fundamental phases which, if understood and respected, promote 
emotional healing. Accepting grief, expressing one's emotions and finding a new life configuration 
after the loss are essential steps on this path (E, F). 
 
The stages of grief and their meaning.  
Grief develops in phases that can overlap or recur over time, as the five-stage model suggests: denial, 
anger, bargaining, depression, and acceptance. Denial is a natural reaction that temporarily helps 
protect against intense pain. Subsequently, feelings of anger and injustice may emerge, often 
directed at oneself, others, or the situation. The bargaining phase is characterized by the mental 
attempt to negotiate with the reality of the loss, hoping, for example, for a "if only it had gone 
differently". This is followed by deep depression, when the pain is fully felt and the person may feel 
overwhelmed. Finally, acceptance does not mean forgetting, but rather integrating the loss into one's 
life story, adapting to a new reality. Recognizing these phases helps normalize one's reactions and 
avoid feeling wrong or alone in one's pain. 
 
Expression of emotions and social support.  
Freely expressing the emotions related to the loss is crucial for recovery. Repressing grief or 
pretending it doesn't exist can lead to a crystallization of grief, which blocks the healing process. 
Talking to people you trust, participating in support groups, or journaling are effective ways to voice 
your feelings. Physical presence and listening by friends and family are also essential: we must not 
minimize the pain of others or impose advice, but leave room for the emotional experience of the 
bereaved person, supporting them with concrete gestures such as a hug or help with daily tasks. 
Creating an empathetic and non-judgmental environment allows you to feel less isolated and helps 
you find a support network that supports you in the process of elaboration. 
 
Self-care and daily routines 
Taking care of yourself is often difficult during grief, but it is a necessary step in maintaining good 
physical and mental health. A balanced diet, regular sleep, and physical activity can help support your 
ability to cope with emotional stress. Gradually returning to daily activities, even if initially with 
difficulty, helps to re-establish a sense of normality and avoid isolation. It is important to give yourself 
the necessary time, without forcing the time of recovery, but still stimulate a progressive resumption 
of ordinary life. 
 
Value of rituals and remembrance 
Memorial rituals, such as attending funeral ceremonies or creating a dedicated space for the 
deceased, can make grieving easier. They allow you to keep a symbolic bond alive and to express 
your grief and affection in a tangible way. Creative activities such as writing letters, drawing, or 
working on a project in memory can offer a useful form of expression to manage grief. These 
moments help to transform the memory from a source of suffering to a presence lived in a more 
serene way. 
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When to seek help from a professional 
If the grief becomes too overwhelming, protracted over time without progressing or causes severe 
discomfort, it is advisable to consult a specialist. Psychologists and psychotherapists can offer support 
through specific techniques such as cognitive behavioral therapy (CBT), therapy focused on 
acceptance and commitment (ACT) or EMDR therapy, which is very effective in treating complex grief 
and trauma. Therapy allows you to reprocess the trauma, reduce the intensity of painful emotions 
and rebuild an inner balance. It is not a sign of weakness to ask for help, but of awareness and self-
care. 
Dealing with grief is a painful but inevitable experience in the human journey, which requires respect, 
patience and attention to one's emotional needs. Following natural phases, freely expressing 
emotions, maintaining supportive relationships, practicing self-care and, when necessary, turning to 
specialized professionals are fundamental steps to return to living a full and serene existence, even 
after a significant loss. Learning to live with grief means transforming that pain into an integrated 
memory, a space for growth and new awareness. 
 
It is therefore recommended to promote at national level, and preferably on the basis of common 
European strategies, the establishment of accompaniment and post-care support programmes, 
including psychological support, self-help groups and specific counselling for informal caregivers that 
enhance the caregiver's experience as an integral part of care, thus extending the continuity of 
support beyond the end of direct care.  
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Conclusions  
 
The analysis of the needs of informal caregivers and effective practices at national and European level 
clearly shows that support for this figure is an essential element to ensure quality, continuity and 
sustainability of care. Informal caregivers play a fundamental role in keeping the person cared for in 
their living environment and in reducing the pressure on the social and health system. However, this 
role often remains invisible, fragmented and not adequately supported. 
For these reasons, the preparation of national and regional guidelines must be based on an 
integrated approach, which considers not only the needs of the assisted person, but also the physical, 
psychological, social and economic needs of the caregiver.  
The recommendations proposed in this document are intended to offer ideas for the preparation of 
national guidelines for the proactive and integrated care of informal caregivers that can allow the 
pursuit of the objectives followed constitute a reference framework to guide coherent, equitable and 
sustainable interventions (Figure 5). 
 
In this regard, it is believed that the identification and adoption, we hope unambiguous and shared, 
of the three phases in which the taking charge is divided may be of particular interest, namely:  

- PREPARE the whole community on informal care  
- SUPPORT informal caregivers in informal care 
- RECOVER after loss  

 
Across all phases, actions should then be prepared aimed at: 
- Formal recognition of the role of the caregiver. It is necessary to clearly define who the informal 

caregiver is, what rights are recognized and what tools are provided to support him. Institutional 
recognition is the basis for access to services, for social protection and for real integration in the 
care pathway. 

- Facilitated access to integrated health and social services. The guidelines should promote an 
organisational model in which health, social and territorial services collaborate on a permanent 
basis, guaranteeing flexible and personalised home care, respite services, support in bureaucratic 
management and care planning, and preferential pathways for health assessments and follow-
ups. 

- Structured and continuous training. Informal caregivers must be supported with accessible and 
standardized training programs, concerning basic skills in care, emergency management, use of 
aids and technologies, communication with health professionals, stress and burnout prevention 
strategies. Training represents an investment in the safety and well-being of all the actors 
involved. 

- Psychological and emotional support. Stable listening services, counselling, mutual help groups 
and psychological accompaniment must be developed. Protecting the caregiver's mental well-
being is essential to prevent isolation and emotional exhaustion, promoting continuity of care in 
the long term. 

 
Although not explicit, custom guidance enforcement should always be promoted. Each caregiver 
experiences a unique situation; The guidelines must therefore provide for flexible pathways, 
multidisciplinary assessments and individualized care plans, which take into account the profile of 
the caregiver and the assisted person.  
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Figure 5 The fundamentals of document  

The guidelines for the support of informal caregivers must therefore go beyond the simple list of 
services, becoming a strategic tool to recognize, enhance and protect an essential component of the 
care system. Only through an integrated, participatory approach oriented towards the well-being of 
the caregiver is it possible to guarantee more humane, effective and sustainable care pathways.  
The proposed recommendations therefore represent an operational reference for developing public 
policies capable of addressing present and future challenges in the field of informal care. 
 
 
 

 
 
 
 
 
 
 
 
 
 
 

 



Project: 101129454 — caregIVR — EU4H-2022-PJ-3 

 

 

    

29 

Annex – Support for informal caregivers in the four countries of the caregIVR project  

 Italy Spain Poland Portugal 

Policies to 

support 

informal 

caregivers 

 

In Italy, the profile of the 
caregiver was recognized 
and outlined by law for 
the first time by the 2018 
Budget Law which in art. 
1, paragraph 255 defines 
it as "the person who 
assists and takes care of 
the spouse, the other 
party to the civil union 
between persons of the 
same sex or the de facto 
cohabitant [...], a family 
member or a relative 
within the second 
degree, or, in the 
presence of a serious 
disability, a family 
member within the third 
degree who,   due to 
illness, infirmity or 
disability, including 
chronic or degenerative, 
is not self-sufficient and 
able to take care of 
himself, is recognized as 
disabled as he or she is in 
need of long-term global 
and continuous 
assistance, or is entitled 
to an accompanying 
allowance".  
In terms of financial 
resources, the Fund for 
the support of the care 
and assistance role of the 
family caregiver (Law no. 
205/2017) has been 
channeled into the Single 
Fund for the inclusion of 
people with disabilities 
(Law no. 213/2023). This 
decree for the allocation 
of resources defines the 
criteria and methods for 
the use of the Fund's 
resources, establishing 
that the sums are used 
with priority allocation to 
caregivers who assist 
people with very serious 
disabilities or people who 
have not had access to 
residential facilities. 
Accompanying programs 
aimed at 
deinstitutionalization 
and the reunification of 
the caregiver with the 

Spain formally recognizes 
informal caregivers mainly 
through the Autonomy and 
Care of Dependency 
System, established by Law 
No. 39/2006.  
In this context, informal 
caregivers of dependent 
persons may be entitled to 
financial support, social 
security contributions, 
training opportunities and 
access to respite and 
support services (Ministry 
of Social Rights, Consumer 
Affairs and the 2030 
Agenda: 
https://www.dsca.gob.es/e
s). 
Spanish legislation on 
informal care includes a 
national law known as the 
Ley de Dependencia, a Royal 
Decree and several regional 
regulations.  
Law 39/2006 on the 
Promotion of Personal 
Autonomy and Care of 
Dependents (Ley de 
Dependencia, 
http://bit.ly/4nT9AUi), 
formally recognizes the 
informal caregiver (cuidador 
no profesional) and 
establishes the financial 
benefit for care in the family 
environment. In this 
context, caregivers can sign 
a special agreement with 
social services that allows 
the state to cover their 
pension contributions 
during periods of care.  
Royal Decree 615/2007 
(https://bit.ly/4n5ekF0) 
then regulates the Social 
Security provisions for 
informal caregivers of 
dependent persons by 
defining the terms of 
agreements with social 
services 
(http://bit.ly/4h6kP97) and 
specifying the conditions, 
eligibility requirements and 
funding mechanisms for 
these state-supported 
contributions.  

To access numerous social 

benefits and some 

services, people apply for 

a certificate of disability 

Decisions at first instance 

are issued by the County 

or Municipal Disability 

Assessment Teams, and 

appeals are addressed to 

the Vojvodinate Teams. 

For the Support 

Allowance, the 

competent authority 

determines a formal 

"level of support and 

need", which then 

determines the range of 

payment to the person 

with a disability. 

Poland does not have a 
single legal status called 
an "informal assistant". 
Instead, caregivers' rights 
and supports are 
recognized through a 
series of statutes. These 
include the Social 
Assistance Act (for 
municipal home services), 
the Publicly Funded 
Health Services Act (for 
NFZ-funded rights), 
Solidarity Funds, the 
Supporting Benefit Act 
(for monetary support), 
and the Labor Code (for 
leave rights). Together, 
these laws offer practical 
recognition and access 
points to support even 
without a unified 
"caregiver" status. 
Informal caregivers can 
apply for the Caregiver 
Card. It is a document that 
allows the carer of a 
person with a disability or 
illness to obtain various 
concessions and 
discounts, including those 
related to transport and 
access to public services 
such as healthcare. The 
Caregiver Card is available 
from municipalities and 
enables caregivers to 

Informal caregivers in 
Portugal are typically family 
members who assume, 
often without pay, the day-
to-day responsibility for a 
dependent's well-being. 
Informal caregivers make 
up the majority in the 
country and face a broad 
set of personal, 
professional, economic, 
and emotional challenges. 
Since 2019, Portugal has 
implemented the Statute of 
the Informal Tutor (Law No. 
100/2019, Official Gazette 
No. 171/2019, Series I of 6 
September 2019, and 
Regulatory Decree No. 
1/2022, Official Gazette No. 
6/2022, Series I of January 
10, 2022), a significant 
milestone in recognizing 
the central role of 
assistants and defining 
their rights and obligations. 
The statute establishes 
social, psychological and 
educational support 
mechanisms and includes 
measures such as the 
potential for financial 
assistance, currently in the 
pilot phase, and respite 
programs for caregivers. 
Despite these 
developments, practical 
implementation remains 
inconsistent and many 
households continue to 
report difficulties in 
accessing associated 
benefits. 
Portugal offers different 
forms of support to 
caregivers, although 
coverage and accessibility 
vary between regions. At 
the level of social policy, 
several benefits are aimed 
at the beneficiary of 
assistance — such as social 
inclusion allowances or 
supplements for non-self-
sufficiency that indirectly 
support the caregiver. 
Some municipalities also 
offer financial assistance 
programs, equipment loan 

https://www.dsca.gob.es/es
https://www.dsca.gob.es/es
http://bit.ly/4nT9AUi
https://bit.ly/4n5ekF0
http://bit.ly/4h6kP97
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assisted person are 
encouraged.  
The new discipline 
introduces the 
possibility, on the part of 
the Regions, to support 
the family caregiver also 
through the direct 
provision of "relief" 
economic contributions, 
"care allowances" and 
social and health 
bonuses, and to 
eliminate intermediaries.  
Finally, the 2025 Budget 
Law (Law No. 207/2024) 
provided for an 
amendment to the 
legislation establishing 
the Budget Fund, carried 
out by the family 
caregiver, providing that 
the resources of this 
Fund, until the 
recognition of the non-
professional activity of 
the family care provider, 
are allocated to the same 
purposes as the Fund for 
non-self-sufficiency, in 
order to ensure in 
particular the provision 
of social assistance 
services aimed at non-
self-sufficient elderly 
people,   with specific 
reference to: 
- social home care and 
social assistance 
integrated with health 
services aimed at non-
self-sufficient elderly 
people or elderly people 
with reduced autonomy 
or at risk of 
marginalization; 
- social respite services 
for non-self-sufficient 
elderly people and their 
families; 
- social support services 
for non-self-sufficient 
elderly people and their 
families. 
A second front that has 

repercussions on the 

figure of the caregiver is 

Law no. 33/2023 which 

contains and regulates 

some delegations to the 

Government on policies 

in favour of elderly 

As already mentioned, 
there are also important 
regional regulations. Each 
Autonomous Community 
has its own legal framework 
and programs to support 
informal caregivers, derived 
from Law 39/2006. 
Examples include Decree 
168/2007, which regulates 
the procedure for the 
recognition of dependency 
status in Andalusia; Law 
12/2007 on social services 
and support for caregivers 
in Catalonia; and a variety of 
training and respite 
assistance programs 
implemented in Madrid, 
Galicia, Valencia, and other 
regions. Together, these 
measures form a 
decentralized but 
comprehensive support 
system, adapted to local 
contexts, while aligning with 
national legislation.  

make use of numerous 
entitlements in everyday 
life. 
The aims of the Caregiver 
Card are to: 
1. Ensure access to 

concessions and 
discounts – the 
Caregiver Card 
entitles its holder to 
use various discounts 
and concessions, 
which may apply, 
among other things, 
to public transport, 
cultural or sports 
services, as well as 
other services, 
depending on local 
regulations. 

2. Support the 
organisation of care 
– the Card may serve 
as a basis for 
obtaining access to 
various forms of 
support, such as legal 
advice, training or 
psychological 
assistance. 

3. Facilitate access to 
benefits – caregivers 
can obtain 
information on 
available forms of 
institutional support 
(e.g. care homes, 
social welfare 
services) and apply 
for additional 
benefits. 

4. Provide social 
support – the Card 
may help in 
obtaining allowances 
that can contribute 
to covering the costs 
associated with care 
(e.g. a care 
allowance). 

Who can apply for a 
Caregiver Card? 
The Caregiver Card is 
available to persons who 
care for: 

● older persons, people 
with chronic illnesses 
or disabilities who 
require constant care; 

● persons who are 
dependent in their 
everyday functioning 

programs, telehealth 
services, and local support 
initiatives. The National 
Network for Integrated 
Continuing Care also plays a 
critical role by providing 
home care teams, 
residential units, and 
temporary respite periods 
for caregivers. 
Psychological support is an 
equally essential 
dimension, as emotional 
stress, burnout, anxiety and 
social isolation are 
widespread among 
informal caregivers. Health 
centres, Community Care 
Units, private social 
solidarity institutions (IPSS) 
and associations — such as 
Alzheimer Portugal and the 
National Association of 
Informal Caregivers — offer 
mutual support groups, 
individual counselling and 
emotional support lines. 
Training and capacity-
building initiatives are also 
key and are offered by both 
public and private entities 
in a face-to-face and digital 
format. These programs 
usually cover topics such as 
hygiene and comfort care, 
fall prevention, safe patient 
management, medication 
management, effective 
communication, first aid, 
and self-care strategies. 
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people, particularly those 

who are not self-

sufficient (Law no. 

234/2021). 

due to disability or 
chronic illness. 

Social 

support 

(subsidies, 

support 

services, 

etc.)  

As regards economic and 

social support at the local 

level in Italy, 

municipalities provide 

services in line with the 

Essential Levels of Social 

Services (LEPS). 

The main forms of 

support for caregivers 

include: 

- Paid work leave and 
flexibility in the 
workplace: Law 
104/1992 allows 
caregivers to take 
leave or request a 
place of work closer 
to the home of the 
family member who 
needs assistance. 

- Paid extraordinary 

leave: Caregivers 

may be entitled to 

extended leave of 

up to two years to 

provide care for a 

dependent family 

member. 

- Caregiver bonus: 

Regional or 

municipal 

authorities can 

make monthly 

financial 

contributions (e.g. 

€300 for up to 12 

months) after a 

personalised care 

plan or project has 

been approved. 

- Early retirement 

and Social Security 

incentives: 

Caregivers may 

benefit from early 

retirement options 

and other social 

security measures 

designed to 

recognize and 

At the local level, support 

for caregivers is largely 

provided through municipal 

social services, as reflected 

in IMSERSO statistics on 

local services 

(http://bit.ly/4mXcjun). 

These services typically 

include home care, day care 

centers, telecare, and 

respite programs. In 

addition, many regions 

provide financial allowances 

or vouchers for services 

through their regional care 

systems, which supplement 

municipal support.  

Local entities often work in 

coordination with 

healthcare professionals to 

ensure continuity of care 

and rehabilitation follow-

up, particularly for post-

stroke patients who require 

ongoing support. An 

illustrative example is the 

Programa de Atención a 

Cuidadores Familiares of 

the Madrid City Council, 

which offers psychological 

support, group activities, 

training and information 

sessions designed to 

strengthen the skills and 

well-being of caregivers.  

Health support (GPS, local 

health authorities, etc.) 

The National Health System 

(SNS) guarantees universal 

access to post-stroke 

rehabilitation services, 

including physiotherapy, 

speech therapy, and 

occupational therapy. 

Primary care teams play a 

key role in monitoring both 

the patient and the 

caregiver, offering 

guidance, follow-up, and 

1) Social Welfare Act 

(Ustawa o pomocy 

społecznej) establishes 

the catalogue of social 

support modules and 

assigns responsibilities to 

local governments, 

including the organisation 

of welfare services (usługi 

opiekuńcze) and specialist 

care services 

(specjalistyczne usługi 

opiekuńcze) at the 

person's place of 

residence for those who 

need help with daily 

functioning. 

Article 17(1) (tasks of the 

municipality) — explicitly 

includes the organisation 

and provision of care 

services among the tasks 

of the municipality itself, 

including neighbourhood 

care services (point 9: 

payment of old-age and 

disability pension 

insurance contributions 

for a person who resigns 

from employment due to 

the need to provide 

direct, personal care for a 

long-term or seriously ill 

family member, including 

a mother, father or 

siblings not living in the 

same household; 11. 

organisation and 

provision of care services, 

including specialist 

services, in the place of 

residence, excluding 

specialist care services for 

persons with mental 

disorders and neighbourly 

care services). 

Article 50 — defines care 

services and specialist 

care services (their scope, 

who is eligible, the 

provision at the person's 

Portugal has developed a 

diverse ecosystem of digital 

and institutional tools 

aimed at improving access 

to social and health 

services. These tools – 

ranging from online 

platforms to helplines – are 

not simply information 

resources but constitute a 

central component of the 

country's broader strategy 

to modernise welfare 

delivery, promote equity 

and increase the efficiency 

of the system.  

- The Social Map 

(https://www.mapaso

cial.pt/) is a national 

digital platform that 

collects information 

on the availability of 

social services 

throughout mainland 

Portugal. It includes 

institutions from the 

public sector, private 

sector and non-profit 

organizations. Users 

can search by type of 

service (e.g., home 

care, retirement 

homes, senior living 

facilities, day care 

centers, disability 

support), as well as by 

district, municipality, 

or parish. This tool is 

particularly useful for 

identifying local 

resources and 

understanding the 

territorial distribution 

of social responses, 

supporting both 

citizens and 

professionals in 

planning care 

pathways and making 

informed decisions 

about available 

services. 

http://bit.ly/4mXcjun
https://www.mapasocial.pt/
https://www.mapasocial.pt/
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support their caring 

responsibilities. 

These measures aim to 

alleviate both the 

economic and practical 

burden on family 

caregivers, ensuring that 

they can maintain 

employment by 

providing assistance and 

access financial support 

when needed. 

In Italy, organizational 

and training support is 

also provided. 

Regional legislation often 

includes provisions for a 

personalized care plan 

(PAI), caregiver training, 

and more structured 

caregiver involvement in 

service planning. Several 

regions and 

municipalities implement 

dedicated training 

programs and support 

groups aimed at 

strengthening the skills 

of carers and reducing 

the sense of isolation 

often associated with 

care. These initiatives can 

include workshops, peer 

support meetings, and 

educational courses held 

both in person and 

online. 

In addition, numerous 

organizations and 

associations - ranging 

from national NGOs to 

local volunteer groups - 

offer a wide range of 

services, including 

information desks, 

psychological counseling, 

emotional support, and 

personalized guidance to 

navigate the social and 

health system. These 

actors play a crucial role 

in complementing public 

services and ensuring 

that carers can access 

timely, practical and 

support throughout the 

recovery process. 

In Spain, there are several 

practical tools available to 

support informal caregivers. 

These include national 

manuals and worksheets 

designed to guide 

caregivers through daily 

tasks, care planning, and 

self-care. In addition, many 

social and health 

organizations produce 

informational materials in 

multiple formats—such as 

podcasts, mobile apps, e-

books, websites, brochures, 

and flyers—that cover 

topics such as stroke care, 

rehabilitation, stress 

management, and the 

benefits or services 

available. Together, these 

resources help caregivers 

develop skills, access 

reliable information, and 

feel more supported in their 

role as caregivers. 

Caregiver Handbook 

- Guide to Mayors in the 
Professions 
(https://bit.ly/3KI9Ma
h) 

- Guía de Cuidado y 
Autocuidado para 
Cuidadores y 
Cuidadoras Principales 
de Personas Mayores 
(https://bit.ly/478LI80) 

- Guías paciente / 
recursos didácticos de 
la Fundación Española 
del Corazón 
(https://bit.ly/4qfrqT4) 

- Autocuidado en 
Insuficiencia Cardíaca 
(https://bit.ly/4nKw1u
F) 

Caregiver Worksheet 

- IMSERSO provides 
templates for personal 
assistance plans and 
addiction questions on 
its official website;  

- The Social Security 
electronic 
headquarters allows 

home; the possibility of 

neighbourhood services;). 

It defines the scope and 

categories of guaranteed 

benefits financed by 

public funds (primary 

care, outpatient specialist 

care, inpatient treatment, 

rehabilitation, long-term 

care, etc.) and the 

procedure for classifying 

services in the guaranteed 

basket (Ustawa o 

świadczeniach opieki 

zdrowotnej 

finansowanych ze 

środków publicznych). 

Article 15 – grants 

beneficiaries the right to 

benefits aimed at, among 

others, the treatment and 

prevention of disability, 

and lists the domains of 

benefits guaranteed (e.g., 

primary care, outpatient 

specialist care, 

rehabilitation, long-term 

care). 

Benefit Support Act 

(Ustawa o świadczeniu 

wspierającym) introduces 

the Support Benefit, paid 

directly to the person with 

a disability based on an 

official level of support 

need, which indirectly 

lightens the burden on the 

caregiver. 

The Labor Code (Kodeks 

pray) offers practical form 

of leave from work when 

caring for close relatives. 

Art. 173^1 – Caregiver's 

leave (Urlop opiekuńczy): 

5 days per year, unpaid, to 

provide personal 

assistance or support to a 

family member or 

cohabitant who needs 

treatment for serious 

medical reasons.  

At the local level. 

Municipal Social 

Assistance Centres (and 

- Services and Social 

Services (gov.pt / 

ePortugal). This 

official government 

database allows 

citizens to access up-

to-date information 

on where and how to 

get social support 

within their local 

community. The 

platform provides 

guidance on social 

facilities, including 

childcare services, 

senior support 

facilities, disability 

services, and 

emergency social 

responses. It also 

explains the eligibility 

requirements, 

application 

procedures, and 

contact information 

for each service. As a 

centralized, free and 

continuously updated 

resource, it improves 

transparency and 

helps residents find 

their way around the 

social protection 

system more easily. 

- Practical guide for 

informal assistants 

(ePortugal: 

https://www2.gov.pt/

guias/cuidador-

informal). This guide is 

an informational 

resource for informal 

caregivers—

individuals who 

provide unpaid care to 

dependent family 

members or friends. It 

offers clear 

explanations about 

caregivers' legal rights, 

the financial support 

available, the respite 

services, and the social 

and health benefits 

they can apply for. The 

guide also outlines 

practical aspects of 

https://bit.ly/3KI9Mah
https://bit.ly/3KI9Mah
https://bit.ly/478LI80
https://bit.ly/4qfrqT4
https://bit.ly/4nKw1uF
https://bit.ly/4nKw1uF
https://www2.gov.pt/guias/cuidador-informal
https://www2.gov.pt/guias/cuidador-informal
https://www2.gov.pt/guias/cuidador-informal
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empathetic care. 

Unlike the other partner 

states, Italy currently 

does not have dedicated 

digital or structured tools 

specifically designed to 

support informal 

caregivers. While there 

are information 

resources, training, and 

support networks, 

comprehensive 

platforms, or integrated 

applications that guide 

caregivers through daily 

activities, care planning 

and access to services are 

not yet widely available. 

Law no. 234/2021, art. 1, 

paragraphs 159-171  

it moves from the 

recognition of the right 

of elderly people to 

continuity of life and 

care at home and from 

the principle of 

simplification and 

integration of the 

procedures for assessing 

the elderly person who is 

not self-sufficient. It is 

envisaged that a 

multidimensional 

assessment will be 

carried out in a single 

location, through the 

"single access points" 

(PUA), aimed at defining 

an "individualized care 

project" (PAI), which will 

indicate all the health, 

social and welfare 

services necessary for 

the elderly person. 

Further important 

elements are the 

definition of a specific 

national governance of 

policies in favour of the 

elderly population, with 

the task of coordinating 

interventions; the 

promotion of measures 

in favour of active ageing 

and social inclusion; the 

citizens to submit 
online applications, 
track the status of their 
benefits, and manage 
care arrangements 
under the Dependency 
Act 
(https://bit.ly/4heijxJ); 

- Some regional health 
services (e.g. 
Andalusia, Catalonia, 
Madrid) offer 
downloadable self-
assessment sheets for 
caregivers and daily 
activity monitoring 
forms. For example: 
Junta de Andalucía — 
Agencia de Servicios 
Sociales y Dependencia 
de Andalucía 
(http://bit.ly/4n4ZLRZ)
, Comunidad de 
Madrid — resources 
for family caregivers 
(http://bit.ly/46NFBXB
); 

- Catalunya — Network 
for the Support of 
Family Carers 
(http://bit.ly/3W53lQS
). 

Information material on 

assistance from national 

social and health 

organizations (podcasts, 

APPs, ebooks, websites, 

flyers, etc.) 

Information materials on 

care from national social 

and health organisations 

are also available. Among 

others, there are: podcasts, 

APPs, ebooks, websites, 

flyers. The Tarjeta Social 

Digital (Social Security) is 

the national online platform 

for checking personal data 

on benefits and services. 

The "RecuCoach: 

Recuperación de ACV" 

(http://bit.ly/3IUulzE) app 

offers a collection of 

exercises and activities 

designed for patients 

recovering from a stroke. 

There is also an official 

publication that offers post-

stroke care pathways: 

Estrategia en Ictus of the 

Social Service Centres 

organize and provide 

home care services. Local 

councils set detailed rules 

and co-payments through 

resolution or 

administrative decisions. 

In addition: 

Finally, there is the 

Solidarity Fund is a special 

state fund established by 

the Law on the Solidarity 

Fund of 23 October 2018 

to provide social, 

professional, health and 

financial support to 

people with disabilities. 

The operation of the 

Fund, in line with the idea 

of its foundation, is aimed 

at ensuring complete 

support to people with 

disabilities, thus 

improving the quality of 

life of this social group. 

Under the Solidarity Fund, 

three programmes are 

funded, implemented by 

municipalities (gminy) or 

NGOs, which directly or 

indirectly support 

informal caregivers. The 

programs were first 

launched in 2019 and 

have been implemented 

every year since. 

Respite assistance – 

"Opieka wytchnieniowa" 

(for local government 

units and NGOs) – funds 

temporary caregiver 

replacement to help 

informal family 

members/carers of 

people with disabilities 

(day or 24-hour care). This 

is a program explicitly for 

informal caregivers (the 

beneficiaries are 

families/caregivers; the 

service is provided to the 

person with disabilities). 

The personal assistant for 

people with disabilities – 

"Asystent osobisty osoby 

care, such as access to 

training, psychological 

support, coordination 

with health 

professionals, and the 

process of obtaining 

official caregiver 

status. The goal is to 

provide caregivers 

with essential 

knowledge and 

promote their well-

being. 

- SPMS – Shared 

Services of the 

Ministry of Health 

(https://www.spms.m

in-saude.pt/) manages 

the digital 

infrastructure of the 

Portuguese health 

system and develops 

tools that facilitate 

interaction between 

citizens and health 

services. Its platforms 

include the e-

prescription system 

(which eliminates the 

need for paper 

prescriptions), digital 

scheduling for medical 

appointments, 

interoperability 

services for hospitals 

and clinics, and 

systems that allow 

citizens to view or 

share their medical 

records online. SPMS 

plays a central role in 

promoting digital 

transformation and 

improving the 

efficiency and 

accessibility of 

healthcare services. 

- SNS 24 

(https://www.sns24.g

ov.pt/pt/inicio) is both 

a helpline for 

telemedicine and a 

digital platform that 

supports citizens in 

managing their 

healthcare needs. The 

service provides 

https://bit.ly/4heijxJ
http://bit.ly/4n4ZLRZ
http://bit.ly/3W53lQS
http://bit.ly/3W53lQS
http://bit.ly/3IUulzE
https://www.spms.min-saude.pt/
https://www.spms.min-saude.pt/
https://www.sns24.gov.pt/pt/inicio
https://www.sns24.gov.pt/pt/inicio
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promotion of new forms 

of solidarity cohabitation 

for the elderly and 

intergenerational 

cohabitation, including in 

the context of family 

homes and solidarity 

condominiums, open to 

family members, 

volunteers and providers 

of supplementary health, 

social and socio-health 

services; the promotion 

of interventions for the 

prevention of frailty in 

elderly people; the 

integration of integrated 

home care institutions 

(ADI) and home care 

service (SAD); the 

recognition of the right of 

elderly people to the 

administration of 

palliative care at home 

and at hospice; the 

provision of 

interventions in favor of 

family caregivers. 

 

SNS (Ministry of Health) 

(http://bit.ly/47mOOq4). 

Cruz Roja Española offers 

podcasts, trainings, and 

support lines for caregivers. 

Examples of podcasts are: 

Cuidar a quien cuida - Ahora 

and Multichannel 

SerCuidadorA - Cruz Roja.  

In Spain, there are four main 

institutional websites that 

provide official information 

and resources. These 

include the website of the 

Ministry of Social Rights, 

Consumer Affairs and the 

2030 Agenda 

(https://www.dsca.gob.es); 

the Ministry of Health 

(https://www.sanidad.gob.

es); the Institute for the 

Elderly and Social Services – 

IMSERSO 

(http://bit.ly/4h3Snom); 

and the Social Security 

portal, which covers 

caregiver and addiction 

benefits 

(http://bit.ly/3WxKMF1). 

Together, these platforms 

offer a comprehensive 

overview of national 

policies, services and 

programmes related to 

social welfare, health, 

ageing and long-term care. 

Spain also has a strong 

network of organizations 

that support caregivers, 

offering training, guidance, 

emotional support, and 

respite services. Among the 

most relevant actors are: (i) 

Spanish Stroke Federation 

(FEI — 

http://bit.ly/3J0FgYy); 

Spanish Society of 

Neurology (SEN - 

https://www.sen.es; Third 

Sector Platform — 

http://bit.ly/46YHmjv); Cruz 

Roja Española 

(https://www2.cruzroja.es).  

These organizations 

complement public services 

by providing specialized 

information, carer training 

z niepełnosprawnością" 

(for local government 

units and NGOs) – 

provides care services 

that help a person with a 

disability in daily 

functioning and social 

participation. The target 

group is people with 

disabilities (the program is 

not a benefit for 

caregivers, although it 

indirectly alleviates their 

burden). 

Care and residential 

centres – "Centra 

opiekuńczo-mieszkalne" 

(implemented by a 

municipality/poviat) – the 

creation and financing of 

small day or residential 

centres for adults with 

moderate or severe 

disabilities (assistance, 

specialists and housing 

support). This support is 

aimed at people with 

disabilities (caregivers 

benefit indirectly). 

medical advice, 

symptom triage, and 

guidance on when and 

where to seek 

treatment, reducing 

unnecessary visits to 

emergency care 

facilities. It also allows 

users to schedule 

appointments, access 

personal health 

information, obtain 

documentation for 

COVID-19 or sick 

leave, and receive 

guidance for non-

urgent situations. SNS 

24 functions as an 

access point to the 

national health 

system, improving 

access, continuity of 

care and health 

literacy. 

 

http://bit.ly/47mOOq4
https://www2.cruzroja.es/web/ahora/-/cuidar-a-quien-cuida
https://www2.cruzroja.es/sercuidadora
https://www2.cruzroja.es/sercuidadora
https://www.dsca.gob.es/
https://www.sanidad.gob.es/
https://www.sanidad.gob.es/
http://bit.ly/4h3Snom
http://bit.ly/3WxKMF1
http://bit.ly/3J0FgYy
https://www.sen.es/
http://bit.ly/46YHmjv
https://www2.cruzroja.es/
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programs, peer support 

groups, awareness 

campaigns, and, in some 

cases, local respite or home 

support initiatives. 

Collectively, they contribute 

to a broader ecosystem of 

support that improves the 

well-being of both 

caregivers and stroke 

survivors. 

Health 

support 

(GPS, local 

health 

authorities

, etc.) 

 

As far as health support is 

concerned, Italy has 

established the Essential 

Levels of Assistance 

(LEA), which define the 

set of health services that 

must be guaranteed 

uniformly throughout 

the country. These 

services include 

preventive, outpatient, 

and inpatient care, 

rehabilitation, and long-

term care. 

In addition, several 

approved clinical 

pathways (Diagnostic-

Therapeutic-Assistance 

Pathways, PDTAs) have 

been implemented to 

ensure coordinated and 

standardized 

management of specific 

conditions, promoting 

continuity of care 

between different 

services and 

professionals. 

Primary medicine plays a 

central role, with GPs 

being the main point of 

access to the healthcare 

system. They are 

responsible for 

monitoring chronic 

conditions, coordinating 

specialist care and 

supporting families in 

accessing appropriate 

services. 

The recognition of civil 

benefits for disability and 

related benefits is 

regulated by Law 

Most social and health 

services are organised and 

provided at regional and 

municipal level, which 

allows for adaptation to 

local needs while 

maintaining national 

coordination.  

In compliance with Law 

39/2006 known as the law 

on dependency, the 

following services are 

guaranteed:  

- Home health care (Aid 
for home care) 

- Day/night centres that 
offer a protected 
environment during 
the day (or night), 
promoting autonomy 
of the person being 
cared for, and at the 
same time allow the 
caregiver a "breather" 
(break from care) — 
this can help balance 
private/work life with a 
caring role.  

- residential centers 
(temporary or 
permanent) when care 
needs are very high, or 
for periods of relief 
(holidays, 
convalescence, 
caregiver's illness). 

- Teleassistance / 
Technical assistance: 
for people with 
moderate need for 
support, a system that 
allows you to receive 
help (e.g. alarms, 
monitoring) at home, 
decreasing the 
pressure on family 
caregivers.  

The National Health Fund 

(www.nfz.gov.pl)(NFZ – 

Narodowy Fundusz 

Zdrowia) provides 

national patient 

information and two 

navigation tools: "Where 

to get treatment?" (Gdzie 

się leczyć?) and 

"Treatment dates" 

(Terminy leczenia). 

Poland also operates a 

24/7 Patient Information 

Hotline (Telefoniczna 

Informacja Pacjenta, 800 

190 590). The Ministry of 

Health 

(https://www.gov.pl/web

/zdrowie) and 

Patient.gov.pl (Portal 

Pacjent.gov.pl) explain 

access to publicly funded 

services, including the 

myIKP app (mojeIKP). 

In Poland, there are two 
main official tools aimed 
at supporting caregivers 
and patients.  
The first is the NFZ Guide 
for caregivers of non-self-
sufficient persons, which 
provides comprehensive 
guidance for caregivers of 
people with chronic or 
severe conditions. These 
resources are designed to 
provide caregivers with 
knowledge, improve 
patient care, and facilitate 
better communication 
between healthcare 
professionals, patients, 
and their families. 
The second is the NFZ or 
personal patient profile 
application, which is 
designed for both patients 

The organisation of 

national social and health 

services in Portugal is 

structured as follows.  

The Directorate-General 

for Health (DGS) is the 

central body of the Ministry 

of Health responsible for 

defining, coordinating and 

monitoring national health 

policies. Its functions 

include developing health 

plans and programs, 

supervising epidemiological 

prevention and surveillance 

activities, regulating quality 

standards in health 

services, and coordinating 

with regional and local 

authorities to ensure the 

effectiveness of the entire 

health system. The DGS 

also plays a key role in the 

collection and analysis of 

health data to support 

government strategic 

decisions. 

The National Health Service 

(SNS) is the public health 

system that provides a wide 

range of services to the 

population, including 

primary care, hospital care, 

emergency services, as well 

as prevention and health 

promotion programs. 

Through its institutional 

portal, the SNS offers 

access to information on 

available services, user 

rights, procedures for 

accessing care and the 

network of health facilities 

throughout the country. 

The system is designed to 
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104/1992, which 

provides for measures to 

support people with 

disabilities and their 

caregivers. This includes 

social, educational, and 

employment protections, 

as well as specific leave 

rights for family 

caregivers. 

 

- social home care to 
support daily activities 
(hygiene, mobility, 
personal care) 

 

 

and guardians/caregivers. 
It is structured to provide 
personalized support for 
each group, respectively 
for patients and for 
guardians/caregivers. 
For patients:  
- E-prescriptions, e-

referrals, e-orders –;  
- convenient code to 

issue prescriptions in 
pharmacies.  

- You can also check 
your treatment 
history. 

- Booking 
appointments in 
selected areas via e-
Registration (i.e. 
immunisation) 

- Reminder and help 
with medication – 
you can set a 
reminder to take 
your medication and 
scan the package to 
check the leaflet. 

- First Aid (no access 
required) – step-by-
step instructions for 
emergency 
situations (including 
stroke, with specific 
guidance on what to 
do). 

For guardians/caregivers 
(proxy): 
- Notifications and 

documents from 
loved ones – if you 
have access to the 
account of the 
person who 
authorized you, you 
will receive 
notifications about e-
prescriptions and 
electronic references 
in the app and see 
their treatment 
history. 

ensure equitable access to 

healthcare, continuity of 

care and integration 

between the different 

levels of healthcare. 

Social Security, I.P. is 

responsible for delivering 

Social Security benefits, 

including financial and 

social supports for 

individuals and families in 

vulnerable situations. His 

responsibilities include 

managing pensions, 

unemployment benefits, 

family benefits, and 

support programs for 

people with disabilities or 

dependency conditions. It 

also contributes 

significantly to the 

development of social 

protection policies and the 

implementation of services 

aimed at improving the 

well-being of the 

population, often in 

coordination with other 

public bodies and regional 

structures. 
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